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ANNUAL GRATITUDE REPORT

Thanks to you we were able…
to improve the health and quality of life of the Grays,
whose sons, Benjamin and Nathan, both have severe
hemophilia A. The first diagnosis of hemophilia was
shocking and devastating to Victoria and Darryl who,
by then, were expecting their second child. They knew
nothing about hemophilia and were very scared. At first,
their dreams for their son were crushed. But little by
little, working with their health care team at Sick Kids
Hospital in Toronto and reading as much as they could
about hemophilia, things started to come together.

Along the way, with the support of Hemophilia
Ontario, Victoria first attended Women in Touch
which brought together a group of moms, sisters and
grandmothers as well as women living with a bleeding
disorder. These women understood how hard it is to
come to terms with the diagnosis of a bleeding disorder.

This was the first of many other inspiring family-
oriented activities that the Grays would attend in the following years. When their oldest son Benjamin was diagnosed with
an inhibitor that made his treatment ineffective, they were invited to attend the life-changing CHS National Inhibitor
Weekend where they were able to share their experience with other families and were privileged to hear from the leading
Canadian doctor on the subject, followed by a private consultation. Since then, thanks to the immune tolerance treatment
followed by Benjamin to eradicate his inhibitor, he has overcome this serious complication. 

When Nathan was also diagnosed with hemophilia, tears were shed but now they knew what great support they would
get from their health care team, and the CHS at both the provincial and national levels.

When Victoria and Darryl witness their two little boys having their needles and dealing with a painful bleed, they are
truly amazed at their resilience and bravery. Most adults could not endure what Benjamin and Nathan have to go through
day in and day out.

The CHS has helped the Grays see that hemophilia does not mean the end of the world, just the start of a different one.
This extraordinary family understands that research is key to a brighter future for Benjamin and Nathan but also for all

children with an inherited bleeding disorder. They, as well as their family and friends, have been supporting the CHS
research fund knowing that every penny raised brings us one step closer to finding a cure.

You too have understood how crucial research is for families who face the constant worries of a chronic illness and we
are deeply grateful for that. 

T hanks to you!

Your donation made a real difference in 2010.



Breaking ground with RESEARCH
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Like the Gray family, parents of children count on the dedicated work of researchers to
accomplish the CHS’ mission to improve the health and quality of life of all people with
an inherited bleeding disorder and ultimately to find a cure.

By supporting RESEARCH, you have the power to bring HOPE to families

DR. MARK BLOSTEIN
Lady Davis Institute for
Medical Research, McGill
University – Montreal, Quebec

Use of amphipathic helical
peptides coupled to
nanofibrous microspheres to
control hemorrhagic external
bleeding in hemophiliacs

DR. CHRISTINE HOUGH
Dept. of Pathology and
Molecular Medicine, Queen’s
University – Kingston, Ontario

An evaluation of FVIII
expression in phenotypically
distinct endothelial cells

DR. CATHERINE HAYWARD
McMaster University and
Hamilton Health Sciences
Dept. of Pathology and
Molecular Medicine
McMaster University Medical
Centre – Hamilton, Ontario

Development of a clinical
history assessment tool for
bleeding disorders

DR. ROCHELLE WINIKOFF, FRCP
Staff hematologist
CHU Sainte-Justine
Montreal, Quebec

Non-steroidal anti-
inflammatory drugs and
menorrhagia revisited

Thanks to the
fellowship I received
from the Canadian
Hemophilia Society,
Canada’s leading
charity funding
bleeding disorder
research, my project
has the potential to
improve patient care
by finding the best
way to assess
bleeding symptoms 
in different types of
bleeding disorders
and finding out when
bleeding problems
need to be solved.

– DR. MENAKA PAI

DR. KATHERINE SUE ROBINSON
Dept. of Medicine, Division 
of Adult Hematology 
QEII Health Sciences Centre
Halifax, Nova Scotia

The assessment of the
minimal effective and
tolerated dose of 
tranexamic acid in 
women with menorrhagia
who have bleeding 
disorders

DR. KATHRYN WEBERT
Department of Medicine
McMaster University
Hamilton, Ontario

Understanding health 
and treatment decision-
making among young 
people with hemophilia: 
a youth perspective

DR. MENAKA PAI
Department of Medicine
McMaster University 
Hamilton, Ontario

Specialized care of patients
with bleeding disorders /
Validation of a clinical 
history assessment tool 
for bleeding disorders

I am very optimistic
that the results of
my research will help
us to understand
how young people
with hemophilia
make decisions
about their
treatment, and they
will also be used to
develop strategies
for discussing
treatment choices
for this age group. 

– DR. KATHRYN WEBERT

RESEARCH IS HOPE



▪ To help hemophilia patients
not affected by an inhibitor
and their families
understand what is
involved in orthopedic
surgery, we produced an
online resource entitled
Challenges, Choices and
Decisions: A Guide on
Orthopedic Surgery for
People with Hemophilia.

▪ To enable parents to increase their skills and knowledge
regarding raising a child with a bleeding disorder, four
regional Parents Empowering Parents (PEP) workshops
were delivered across Canada.

Your donation made such a difference in
SUPPORT and EDUCATION

I love the CHS newsmagazine – I especially love sending copies to physiotherapy managers to illustrate the
contributions their employees are making to improve hemophilia care in Canada and around the world! 

– Kathy Mulder, physiotherapist, Child Health Care, Health Sciences Centre, Winnipeg

The Parents Empowering Parents workshop I attended gave me great suggestions; I found it very valuable talking
to other families that had obstacles that we have yet to encounter but have been on our minds, such as
inhibitors, sports, etc. – Parent of a young child with a bleeding disorder

www.hemophilia.ca

▪ To better prepare preteen and teenage carriers of
hemophilia A and B to deal with everyday issues
associated with their bleeding disorder, we produced an
online interactive video, Me and My Genes, which is
available on the
CHS Web site,
the CHS
facebook page,
and was
distributed to
clinics and
chapters across
the country. 

▪ To increase knowledge, networking and peer support
among people who suffer from a rare bleeding disorder,
a Rare Bleeding Disorders Through the Lifespan
workshop was held in Western Canada.

▪ To guide parents of
newly diagnosed
children, we
thoroughly revised
and updated our
comprehensive
resource entitled All
About Hemophilia – 
A Guide for Families
and added four new
chapters covering
the topics of
prophylaxis,
symptomatic carriers, sports and physical activities, 
and transition to adult care. 

▪ To keep the
bleeding
disorder
community
informed, we
distributed 
three issues of
our highly
informative
newsmagazine
Hemophilia
Today. 

RESEARCH means HOPE…



▪ To gain valuable
training in the care
and treatment of
people with inherited
bleeding disorders,
physicians, nurses,
physiotherapists and
social workers with
three years or less
experience attended
the 3rd CHS New 
Team Workshop. 

www.hemophilia.ca

Your donation made such a difference in
CARE and TREATMENT

This was a fabulous workshop full of practical information and high-quality presentations. Hearing from
patients was so inspiring and will help guide our clinical interventions. 

- New hemophilia health care provider attending the 3rd CHS New Team Workshop

Your donation made such a difference for our
YOUTH

Canadian Hemophilia Society
3rd New Team Workshop

▪ To facilitate a more harmonious transition from
guardian-directed care to more autonomous adult care
for young people and their families, two transition
workshops were held.

▪ To prepare and engage young adults to
become future leaders of the organization
and thereby secure the long-term stability
of the organization, the third National
Youth Leadership Conference was held. 

▪ To provide young adults with a bleeding
disorder the opportunity to increase their
knowledge about bleeding disorders and
take greater control of their own care, as
well as learning to be the safest drivers
possible, the first national Drive Your
Car/Drive Your Care workshop was held
during the leadership conference.

▪ To provide people with tips on preparing for a trip,
accessing care and treatment when away from
home, obtaining travel insurance, and travelling
with treatment products, we enhanced our

Passport to
well-being
program with
a new module,
Bon Voyage:
Travelling with
a Bleeding
Disorder. As

part of this new module, a wallet travel card was
developed. Among other things the wallet card
contains 16 key phrases in English, French and
Spanish that can be used in an emergency situation.

CHS TRAVEL CARD

IN AN EMERGENCY
I have a bleeding disorder.

If I have a bleed, I require medical treatment urgently. 
See my FactorFirst card or MedicAlert® ID.

www.hemophilia.ca
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▪ To remember and pay tribute to those who
suffered and lost their lives as a result of the
tainted blood tragedy and to emphasize the
importance of maintaining a safe and secure
blood supply, commemorative ceremonies were
held by the Manitoba Chapter and the South
Western Ontario Region (SWOR). Eric Stolte, a
past-president of the CHS, addressed the crowd
at the SWOR tree-planting event: “This
Remembering Tree will help us remember a
very sad time so that we’ll continue to work
hard so no one gets hurt ever again. It will also
help us remember that in growing strong, we
can use our strength to help others who don’t
have what we have. Make sure you come here
often enough so that this Remembering Tree
can do its job of helping us remember these
two very important things.”

Advocating for a SAFE, SECURE BLOOD SUPPLY
for all Canadians

▪ To contribute to a safe blood system for all Canadians,
we continued our vigilance as the “watchdog” of the
blood system. The CHS acted as an intervenor to support
Canadian Blood Services (CBS) in an important legal
case to ensure that the strictest donor selection criteria
are maintained. Madam Justice Catherine Aitken of the
Ontario Superior Court found that current donor
deferrals are not discriminatory. Craig Upshaw, CHS
president, stated, “This judgment will support efforts to
make the blood supply as safe as possible for all
Canadians who rely on it”.

Commemoration
of theTainted Blood

Tragedy



Contact Joyce Argall at 1-800-668-2686 or
jargall@hemophilia.ca www.hemophilia.ca

In 2011, the CHS remains committed to further its mission to improve the health and quality
of life of all people with inherited bleeding disorders and ultimately to find a cure.

Some of our PLANS for 2011:
▪ To provide physicians, other health care providers and

patients with the most recent knowledge on the care
and treatment of inherited bleeding disorders, we will
host, as part of the biennial CHS Rendez-vous, 
a medical and scientific symposium.

▪ To increase the number of trained Parents Empowering
Parents (PEP) facilitators (nurses, social workers,
parents) we will hold a second train-the-trainer
workshop.

▪ To increase skills and knowledge of parents raising 
a child with a bleeding disorder, we will deliver, in
collaboration with trained PEP leaders, the Parents
Empowering Parents (PEP) program in two regions
across Canada.

▪ To increase understanding and knowledge among health care professionals about the impact of aging on people
affected by a bleeding disorder, clinic and patient tools will be developed and the topic will be addressed at the 
CHS Medical and Scientific Symposium.

▪ To increase awareness, knowledge, networking and peer support among people who suffer from a rare bleeding
disorder, two regional Rare Bleeding Disorders Through the Lifespan workshops will be delivered.

▪ To increase awareness and knowledge among women and health care providers about symptoms, diagnosis and
treatment of bleeding disorders such as von Willebrand disease, rare bleeding disorders, and carrier status, we will
develop and implement a targeted outreach program.

▪ To ensure the safest blood products for all Canadians, we will continue to advocate for the most stringent blood
donor screening criteria and will also publish our fifth Report Card on Canada’s Blood System.

W e are grateful for your SUPPORT

Thanks to you, our work continues to achieve 
our vision of a world free from the pain and suffering
of inherited bleeding disorders.


